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ABSTRACT 

This theme issue addresses emotional and social 
issues faced by children and their families across a number of 
disability areas, with emphasis on needs the disabled have in common 
with all people, the value of tangible and emotional support for all 
family members, the need for comprehensive services, and the 
expertise that families can bring to professionals developing 
services. The following brief articles are included: "Emotional 
Problems among Children Who Are Blind or Have Severe Visual 
Impairments" (J. Elton Moore); "Preventing Mental Health Problems in 
Children with Chronic Illness and Disability" (Joan Patterson) ; 
"Families and Children with Traumatic Brain Injury" (Betty Pieper); 
"Childhood Trauma Is Two Stage Crisis for Families" (Marilyn Lash); 
"Children with Deafness and Mental Health Concerns" (Mimi W. P. Lou); 
"Children with Developmental and Psychiatric Disorders" (Dee Kruger); 
and "New Developments Increase Access to Supplemental Security Income 
(SSI) Benefits for Children with Disabilities." (D3) 
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n this issue wc fe^ure discussk)ns of the emotional and so- 
cial suppoit needs of children who have chronic illnesses, 
or physical or developmental disabilities and ttieir families. 
W!: have been interested in the parallel developments in family 
suppon across disalility fields for some time, and this inicrcst 
was shaipencd by an October 1990 meeting of directors of 
{xojects funded by the National Institute cm Disability and Rc- 
hahQ^tadonResea^:hO^^Di^)inwhichmany concerns related 
to family involvement ami family suppoit were explored. As we 
have become acquainted with families whose members have a 
variety of disabilities, we are impressed by the common issues 
faced by families across disability type and geographic region 
of the country. These include needs for infonnation and social 
suppoit as wdl as the diallenges of balancing family life so that 
the needs of all members are addressed. 

Allhou^ families dealing with disabilides have much in 
common, there arc also specific issues related to the type of 
disability, as well as to the circumstances and preferences of 
families. For this reason we solicited articles addressing emo- 
tional and social issues fared by children and their families 
across a number of disability areas. These include hearing im- 
paiiment and dcafiiess, low vision or blindness, traumatic brain 
injury, physical tramna, chronic illness in children and adoles- 
cents, aid developmental disabilitiesL Akng with the disability- 
^v^pedfic infoimation arid guidance about how best to address the 
social and emotional needs of children and their families, the 
^■rj authors also address a number of common thanes. These in- 
clude: 

A focus on sttiw0h and on the common needs and 



0' 



CO experiences that people with disabilities share with all 
^ peo{^; a (tesire to avoid overemphaason tiie disal^ty or 
^ related proWenis.Tlusseniimeii is expressed cleariy by E)r. 
' 1^ Davila in his essay, in which he cautions against "over- 



PlvlocoviUxy 
Catifonu*Ct»Ur 



paihologizing" familiw. J. Elton Moore, in his discxission of is- 
aies facxd by families of children with low vision or blindness, 
and Joan Patterson, who talks ab(Hit "noimal children in abnor- 
mal situations," also rcflea this peispective. 

■ A second theme is that poadve emotional health for 
all fonily members may be promoted througti the use of 
tangible and emotional support Families who have had 
similar experiences can be an invaluable source of infonnation 
and suppoit for other families. Some authors also highlight the 
importance of fonnal family 
suf^rt services, sug- 
gesting ways that they 
can help families to 
maintain a balanced 
fisnilylife. Services 
such as respite care, 
homemaker ser- 
vices, afkr-school 
programs, a jotv or 
recreation-coach 
help children with 
disabilities par- 
ticipate fully in 
community life 
and address the 
demands on time, 
eneigy and finan- 
cial resources ex- 
perienced by 
families whose 
children have 
disalxlities. 
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consuitadGn leod ved by the Research and 'naining Cex^ at 
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There is a tendency to ponray peisons wiA disabilities 

set by proUems. A good example of this is the all too oommon 

newspaperormagazine ailicle wbeie someone is described as 

"sufferingf ' fion apaiticulardisability. Ho>K«v^ 

this is esseiiially a patronizing attitude that aeaies a lowered 

standaid of expectatirai and vBspecL 

At ttie same time, tbe iindedying assun^xion behind the 
vast airay of social services provided to peisons with disabili- 
ties and ttieir families is that suGii persons have extraonfinaiy 
needs which may require intensive and specialized seivices. 
11k lii£ betwem oon^dering peisons with disabilities and their 
family as being by pniuems and ha/ing cstraoniinaiy 
needs is extremely diin, and by no means straight How and 
v^iiere Aat line is (^wn detennines the nature and scope of die 
seivices ttey win recede, die expectations that will be placed 
on them, and the respect they win be aSbfded. 

CbnsitteiatkHi of the mental health needs of aU persons, 
including peraons with disabilities and their fiamilies is a com- 
plex and hig^y chained undeitaldng. It must be approached 
pnidently in order to avoid numerous pit&ns and unnecessaiy 
hann. PeiscMis in the social senrice field intuitively accept the 
pioposidondiatchildien with disabOitks and their fanflies are 
at-risk for in^ning "a secoodaiy disabiHty" related to their 
mental health. They know that insen^ve professionals (v* un- 
reqxmvt bureaucracies can compound the i»nnal stiess and 
pressure that accompany the search for ^jpropriate services. 
They are also aware of the subde and poweiM pressures that 



are sometiti^ unwittin^y exeited by nei^ibors, friends and 
relatives in tl^ir av^4cwanl and self-oc»iscious e£[(^ 
aa with a person with a disability or fiamily membec 

Despite their awareness, social seivke professkHials can 
sometimesMtodistinguishbetweenamentalhealthproblem 
anl aperson'siesponse to the stress bicughtoiby an uncoop- 
erative social ivcrvice system orthe ^gnaling of social sdgma. 
If this distention is not made, then a new and unneoessaiy layer 
of disability is aligned to the Uves of persons with a di^bility 
and their famUies, reinforcing the pejorative image of their 
lives as being beset by problems. 

Animpoftant saf^uard against the misidoitificaiionof a 
mental health protdem involves the deliveiy of appropriate 
services and social siqjpoits. Devoting resources to meeting 
needs, rather than ideiiiiiying secondaiy sets of i»Dblems, w^ 
almost ceitainly reduce the stress that persons with disabilities 
a«itheirfamiliesexperieix». It may also contribute positively 
todieirself^es^eeoL 



Robert R.DaviIa,PhJ}„ 

Assistam Secretary, Office 
cf Special Educatinn and 
Rehabilitattve Services, US. 
Department cf Education 



Emotional Problems Among Children 
Who Are Bund or Have Severe Visual Impairments 



Veiy little has been written specifically about emotional prob- 
lems incuncd by children and adolescents who arc blind or have 
severe visual impainnents. Adolescents and youth who are Wind 
or have severe visual impainnenis arc a hi^y hetcrogenecHis 
group wlx)se only common characteristic may be some degrcc 
of visual loss. A chiM's parents and the entire family need to have 
a clear undeistanding of the cause, nature, and extent of the visual 
disability and they must also come to tcnns with their own 
feelings before they can effectively meet the physical and emo- 
tional needs of their child Even experienced parents often are 
fiUed with doubts about tt¥ar ability to raise a child who may be 

blind or have a visual impainnent. 

When children and adolescents experience vision loss, they 
experience a wide range of emotional lesponses including shock. 




denial, fear, anger, and depressioa AU of these responses arc 
perfectly nonnal but also nonnal is the ultimate acceptance of 
vision loss and adjustments that allow for an independent 
Ufestyk. An individual's response to vision loss will generally 
be shapal by a lifetime's experience of responses to other diffi- 
cult or strc^fiil sinialions. Those individuals who have coped 
weU with other situations can generally be expected to face vi- 
sion loss in the same nwmer. The severity of the impaimiem and 
svheilwitoccuned gradually or suddenly may ako affecta child 
or adolescx3U's response to vision loss. 

Infants and young chiklren with visual disabilities have the 
same reeds as childrca Although they arc more alike than 
different from otter childrca it is the difference in learning style 
tlial must be addressed by a specialized educational service. 
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likewise, childien and adctesoeiits who are blind or ^ 
visual in^poiiTnents hav« ec«>tional needs 
of sigliied childiea One sludy examined tiv le\d and stn^^ 
of learin visually-impaiied and si^^ youih and foiond that 
youth with visual imi>aiimen(shav ,quaniitative and qualitative 
di6e:rences inthdrsdf-^epoited &ar& Forexam 
common feais of youth with visual impaimienis and sighted 
ym\h wens tabulated. While the most common fear amcsig 
ycHmgsteis wiA visual impaiments was bdng hit by a car or 
tnick, the most common fear of sighted youth involved getting 
poor grades. Needless to say, additkmal leseaich is needed on 
the assessment and treatmeiu of feais and other emodonal 
proUems in childien and youth who are Uind or have visual 
impaim^nts. 

Vision loss afifects all aspects of a diild*s life. Indivkiuals 
who have experienced viskn loss fear dist they will be unable 
to take care of themselves and that they m^ become the object 
of pity. Vision kissoften threatens the indhvbial'sindependence, 
whidi In mm diminishes se^-esteem. When self-esteem is low. 
it is often difficult to accept assistance offered by odiers includ- 
ing parents and services fium {sofesskMials. Individuals with 
vision loss often need dme to adjust psydiok)gically before they 
are able to begin the rehabilitation process. The amount of time 
that a or adolescent will need before they accept their vision 
loss anl are able to benefit fiom rehabilitation seivioes is a per- 
sonal matter and may be a matter of days, mondis, or even yeais. 
Social stigma associated with disabilities in general and with 
viskxi bss in paiticular are difBcult to overcome. 

Parents and iHofessionals who woik with children and 
adolescents who are blind .or have severe visual impainnents 
should be aware of seveial resources that may be of value in 
securing iieeded services. An excellent publicaticm that parents 
may want to secure is the RehcMimtion Resource Manual-Vi- 
sion which includes a wide airay of infomiation on visicn loss, 
as well as the names, addresses and telephone numbers of 
?^^^^^'m^d^^^Tt^AmerwmFoutuiation farthest 
Directory cf Services for Blind and Visually Impaired Persons 
in the United States is another valuable i^ource. Additional re- 



sources may be obtained by contacting the Rehabilitation Re- 
search and lYaining Goiter on Blindness and Low VisicHi at 
Mississippi State University. P.O. I>awer 6189, Mississippi 
State, Mississip{» 39762; (601) 32S-2001. 

The following publications are available from the Reha- 
bilitation Research and Training Goiter on Blindness and Low 
Vision: (1) Graves. W.H., Lyon, S., Marion, S., Boyct, K.. 
(1986). Career Development Needs cf Blind and Visually Im- 
paired Students and Adults', and (2) Graves, W.H., Lyon, S., 
Marion, S., Boyet, K., (1986). Perceptions cf Teachers, Reha- 
bilitadon Counselors and Rehabilitation A^ninistrators of the 
Career Devek^ment Needs of Blind andVisualfy ImpairedStu- 
dents and Adults. J JUton Moore, Ed. D. 

Additional Resources: 

National Association for Parents of the 

Visually Impaired, Inc. 

2180 Linway Drive 

Bek»t, Wisconsin 535 11 

(800)562-6265 

Rehabilitation Resource Manual-Vision (3idEd., 1990) 

Resources for Rdiabilitation 

33 Bedfoid Street, Suite 19A 

Lexington, Massachusetts 02173 

(617)862-6455 

ESrectory of Services ftK" Blind and Visually Impaired 

Persons in the United States (23id Ed.) 

Amen(^ Foundation for the Blind 

15 >^16di Street 

New Yoric New Yoik 1001 1 

(212)62O-2(X)0 

Jan, J£., Fiwnan, R.D., Scott, EP, (1977). Visuallm- 
pairment in Children and Adolescents. New Yoric Gmne 
andStiBtton. 

J. EUonMoore,EdJ)., is Director, Rehabilitation Research and 
Training Center onBlindness andLow Vision.Mississippi State 
University. 



Preventing Menttal Health Problems 
IN Children wrm Chronic Illness and Dis abiltty 



Oiildrcn wiui special health needs arc nonnal children in an ab- 
nonnal situatioa They have the same devebprnental needs as 
all childrea In many diffeient ways, however, accomplishing 
these developmemal ta^ is made nKHe difiBcuIt because of an 
exua set of demands and haidships associated with the chronic 
conditicxL Children with special health needs experience in- 
creased stress. Pkdonged, uxinanaged stress increases the risk 



for niemal health problems. prevent mental health probiems 
and promote competence, we must achieve a balance between 
tte dematvis relating to the physical and emotional stress of the 
illi^ and the ability to cope with it 

can promote competence among children with special 
health needs by providing a mituring environmeiu within the 
home, the school their peer group, and the health care experi- 
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ences. FcH-exanple, summer camps forchildnan pianote self- 
confidence. The^ experiences foster develoixnent, improve 
sodal skills, increase seif-awaiene^ increase a sense of mas- 
tciy, and contribute to self-esteem. Sometimes active panidpa- 
tion by diildien in normal activities: is discouraged by parents, 
or teacheis due to fears about the child's safety, however, there 
are many well-supervised laograms that minimiTf. these rides. 

It is also impoitant to address the needs of parems and sib- 
lings. Encouraging patents to invest in the marital relationship 
by strengthening it is imporiaiM: a strong maniage is a a>iner- 
stone of a a>nq)eteit, numiring family. Fmiilies often repoit that 
they have little time for Idsure activities because of the extra 
donands of managing a diild with a disability. Yet, families who 
take time for recreational activities ofkn experience better out- 
comes in the (Md and tiie ertire fiamily. 

Actively increasing coping ddlls is anodier method of pre- 
voitlng inental health problems and increasing competency. In 
addition to (Mher funily needs and ta^ patents have the added 
strain of demands associated with the illness such as: (a) learn- 
ing about the disability, how to noum£^ it and locate %rvic^ 
(b) managing the treatn^ and care procedures on a regular 
basis; and (c) dealing with feelings and onotional ructions to 
this loss and its consequences. It is not unusual fcH* ^milies to 
feel overioaded and out of balance in tiying to manage nomial 
family life plus the disability. Goping directed at increasing re- 
sources, such as getting more services or finding a source of 
support isone way to reduce the imbalance. Sometimes, parents 
and duldren can reduce the overall demands by setting more 
realistic goals for themselves and not expecting more than is 
possil3le.R)rexampIe.givingupthe''supeonomsyndn)me''can 

reduce strain for many mothers. 
A second n^ans of coping is 
by altering meanings. Many de- 
mands exist because of expec- 
talKXis. ^^/hen expectations are 
not fulfilled, stress levels rise. 
Parents can, instead, focus on 
personal growth among 
family members and their 
diiki with a chronic illness. 
This technique promotes 
positive and more realis- 
tic meanings and goals. 

A third way to in- 
crease coping is by re- 
ducing tension. Exer- 
cise, recreati(Hi, medi- 
tation and other thera- 
pies arc very effective 
in bringing the body 
into a sei^ of balance 
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The Mooney Family at Disney World. Fkoto comuy ofBm»di,ti4oo,sty. 

and these techniques often renew hope and oxnmitmem. Ten- 
sion reducing prognuns may be simply having a patent read to a 
child. Role-{^ying medical procedures by children is another 
example of increasing coping skills. 

Of all the res(Hirces for promoting compcteiKy and prc- 
vming mental health problems, none has received more aocn- 
tion than sodal suppcHt emotional infonnational and tangible 
aid. Emotional support assures us that we are loved and valued 
and that we matter and are comected. Infonnaiion suppon helps 
people solve problems and find servi<^ and resources. T^bie 
aid provides direct assi^ance — babysitting, running ertands, or 
helping with household diores. 

Sources of s^sppon are not always automatically available. 
Parents and children often need to be proactive in seddng and 
developing supportive relationships, espedally when old supv- 
port netwoits are unavailable or turn away. Parents can get 
support from friends, relatives and community groups. Sittings 
also need support from peere, parents and otiier community 
members and, of coune, the child with the disability needs this 
support fixxn peeis, adults, and family members. 

In woridng to support families and prevent mental health 
proWems, our primary goal is balance between the challenges 
and demands facing families and their capabilities for managing 
ti^. We cannot change tt^ fact thatachild has adisability and 
we do not know how to cure many chronic illnesses. However, 
we can woiic together to improve die quality of services to diil- 
dren with spcdal health needs and their families and to con- 
tinually strive to achieve this delicate balance. 
Joan I^tterson^ PhJ). 

The text for this article is taken from a paper presented at 
theMarch 1990Parent-ta'ParentCofference in Tampa, Florida 
and prepared by Joan Patterson, PhD., Director cf Research, 
Center for Children with Chronic Illness and Disability, Box 
721-UMHC, University of Minnesota, Harvard Street at East 
River Road,Minneapoiis, Minnesota 55455; (612) 626^032. 
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Famiues and Childrhsi with Traumarc Brain Injury 



People have many and diverse "undeistandings" of how trau- 
maiic brain injiuy (TBI) affects a child Al^^ 
types exist, e^x^aUy those that link TBI to congenital letai^ 
ti(»i omental illness, the range of bchaviois after injury is wide 
and varied. Not only is each injury unic^ inldnd and degiee, 
but, of course, all humanbehavior is detennined by many factors 
such as biok)gica]A}iganic psychological and social Thus, as 
each child and each &mily is diffeient before die trauma of in- 
juiy, each will be diffeient after. 

What is traumatic brain injury or TBI? In the begin- 
ning, advocacy groups fw people with TBI decided to lefer to 
damage to the bcain as 'liead injuiy*' in Older to distinguish tt^ 
(xitcon^ firom congenital brain injury avl imniatioa lliis t^^ 
minology, however, also created some confusion since injury to 
tlv head siKii as broken teeth, bniises and laceraticHS of the face 
and skull do not necessarily lepiesent injuiy to the braia 

The teim TBI usually refers to an injuiy that alters con- 
sciousness, if only briefly, and that causes some temporary or 
pennaneni damage that adversely affects the individual's 
preinjuiy functioning. Usually excluded fiom the definition of 
TBI are ptogiessive neuiological impairments or impairments 
piesertt at biith. Usually implied is some sudden onset such as 
accident, anoxia or stroke. 

Often even '"minor" episodes cause problems. Unfortu- 
nately, medical personnel often fail to pcrfonn sophisticaied 
diagnose testing or to have injured individuals report back for 
further testing. Pn^jlems that arise are often unrecognized as 
being related to the injury. 

How is TBI assessed? Assessment of the injured indi- 
vidual is best conducted by a specialist familiar with evaluation 
of brain anatomy related to fimction and how psychological and 
social fectors relate to ovei^all human achievement and s^sfac- 
tioa A good evaluation will take into account an individual's pte- 
injury history. Generally, the mcst apfiropiiate specialist is the 
neuropsyctwlogist. Although the overall intelligence scone may 
be within noraial range and even similar to pie-injury, the real 
life fiinctioning of the person may be seriously affected. An 
evaluation should include both stretigths and deficits and should 
give some dear and concrete lecooimcndatiore as to how defi- 
cits can be remediated or compensated through the use of 
strengths. 

Planning tools which may be subsequently developed, such 
as clinical rehabilitation plans and Individual Education Piaris 
slwuld target mote than the traditional "learning" behaviore. 
Such tools should include goals that will broaden and nomialize 
the kirKis of bdiavior and relationships known to affect quality 
of life. Infoimal relaiHXiships and sodal supports are to be pur- 
sued and valued both forthe youngster and the family. 

What are some common defidtsand related behaviors? 
Often the difficulties children experience are severely impaired 



memory for "day to day" events, disinhibition or poor impulse 
control, agitation, and difficulties in planning and initiating ac- 
tioa The diild may have trouble fboising on a task and main- 
taining his or her ocoicennation. If their syi .iptoms are not rec- 
ognized as related to an injury, some of these children are likely 
to be labekd as having attention deficit hyperactivity disorder 
and may be treated widi pharmac(dogical agents. 

A certain "stowness" (not related to intelligence) may be 
noticed by lay people. This involves subtleties in processing and 
expressing information and feelings and may severely affect 
communication in general For example, dysarthria (slow, dif- 
ficult speech) andA3rprDhiemsin**wond finding" may contribute 
to psychological fhistraticn for the person. These difficulties 
often hurt interactions because they are met by lack of patience 
aivi tokrance or teasing by odiers. Physical aftermath such as 
tmiparesis (weakiKSs of the muscles on (»ie side of the body), 
poor balance and fatigue are also fairly common and may have 
some of t}£ same personal and social consequences. 

What are sonK effects related to mental health? Even a 
limited listing of the possiljie consequents ofTBI demonsuaies 
that ti^ deficits and problems are ones that will cause trouble 
for a child in academic settings that require recall of facts and 
nespea for ^nictune and routine. The deficits are also at odds 
with the value our society i^aces upra mc^vaticm, pHOblem 
solving and odicr executive skills that ordinarily propel one to- 
ward becoming a self-starter and independent Qiikben who 
have received "mild" injuries or who are in late stages of "re- 
covery" may demonstrate only cognitive and psychosocial dif- 
ficulties. Hidr overall dilemma is compounded by the fact that, 
because they appear "nomial" in most ways, they arc constantly 
misdiagnoscJ and misclassified if they are given any differential 
treaimeiu fi aU. Sonw of their behavtors that stem from one- 
sided visual field neglea or tlK failure to "read" social cues or to 
gaxralize learning may cause others to see them as uncoop- 
erative, lazy, odd, non-compliant, or even manipulative. Often, 
even in tlK absence of any pieinjury mental health problems, the 
combinatkn of physical arid psychotogical difBculties piesented 
by the trautiia will become troublesome to the child arid others. 

Sensitive and expert intervention is required. 

What can be done to hdp? Hie cMki should be seen for 
careful assessment by a neuropsychologist or other person ex- 
perienced in TBI. Pharmacological treatment is not the same as 
fordisoiders such as attention deficit disorder which may d^^eai 
similar and biochemical therapy should be approached only 
throu^ experts with TBI experiences. Behavioral interven- 
tions should be planrwl based upon thonxi^ knowledge of be- 
havioral tenets and will include identification of antecedent 
events, shaping/kiccessive approximation, feding and extinction 
lechnicpies as well as redirection that does iK)t reinforce the tar- 
geted fcehavior. Pcsitive reinforcement aixl modeling of what is 
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expected are criticaL The &mUy and sdYX)l staff 
laie the plan the diikl and be tiained suffick^ 
is consistency in the program. Famify oriented interventions 
shouU be pursued Tramna to the chiM is tiamna to the fan^ 
Intervention should not end with "pnofessiODal" or "clinical*' 
approaches; suppoit for the infonnal lelationships u% all value 
needs to be a high l»iority. Wsys need to be found to support a 
typk:al c»- preinjury li&styie and pidnjuiy expectations fb^ 
the child and his or her family, ^mal servkses sudi as re^te, 
after school and summer (Mdcare, special transpoiiatioa and 
responsibilities and lelatioQship with fnends, neighb^ 
community. 



Lastly, very real oppommities exist for the pi^ention of 
TB I. HoRKs, GChooIs, and communitks must be made awaie of 
the tragic cost of TBI and ttie many ways we can, in our daily 
lives, take steps to prevent its occurrence. Betty Pieper. 

Betty Pieper, is Project Director, Model Professional Family 
Partnerships Grant, New York State Head Injury Association, 
Inc., 855 CentralAvenue,Allxmy, New York 12206; (618)459- 
7911 . The National institute on Disability and Rehabilitation 
Research funded the Model Prcfessional Fanuty Partnerships 
Grant. 



Childhood Trauma is Two Stage Crisis for Families 



Physical injury to a child inevitably causes 
emotional trauma fcK* families. Sinceaprimary 
function of families is to pnxea and numue the 
growth and development of their children, a life 
threatening and disabling injury threatens the 
stability and functiraiing of families at their 
most fundamental level Over the past two 
years, I have been meeting with a parent task 
forts to learn direcay £nom families about the 
immediate and long-tenn effects of childhood 
injury aiKi the adju^roent process. The result is 
a guide fix- femilies entitled Kto CMi 
Seriously Injured in an Accident.. .The Emo- 
tional Impact for Families. 

Families describe two stages of crisis fol- 
lowing an injuiy. The first is the acddent and 
the immediate threat to the dnld's life. Even 
years later, families can still recall either in stark 
detail or a blurry haze, the accident and their arrival at the emer- 
gency room. Reactions of shock and disbelief among parents are 
often compourvied by reactions of cries and terroramang young 
chiklrea Efforts to calm and reassure them may be hampered 
by tteir unfamiliarity with hospital settings, inaUUty to under- 
stand the need for podnful exarninations and procedures, loss of 
control over their bodies, iirmiersion in medical tectodogy, and 
the involvemeittof multi^ specialists. Yet the opposite situation 
of the still and unresponsive child, so severely injured that a 
comatose condition is present, is painfully sirriilar to death. The 
waiting period can be so aressful for parents that life seems 
"suspended in time." 

While the emotional impact of childhood trauma should not 
be compared as greaterortos than the diagnosisofaoongenital 
disability or duodc illness, it is the sudden aid unexpected event 
of an accident that results in a disabling injury to a previously 
healthy child that distinguishes these families. Unlike other 
conlitions that are caused by internal medical disorders, trauma 
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is caused by an external force. Inextricably 
linked to the effea of such injuries upon fami- 
lies is the &a that nK>st accidents are prevent- 
able. All too common examples are motor vc- 
hick accident that result from diOdren play- 
ing in the street, riding bicycles without hel- 
mets, or riding in cars without seafoelis or use 
ofchiki safety seats. 

Guilt and anger are two powerful emo- 
tkms often not discussed directly with parerus 
that need to be acknowtedged as normal pa- 
rental responses to childhood trauma. Yet. 
when a chiki is hospitalized, professionals are 
often rductant to address the issue of respon- 
sibility and preventioa lest they appear accu- 
satory cm* caUous. Yet parents reported intense 
feelings of guilt that were repeatedly expressed 
through scenarios of. "If only I had..." that 
might have prevented the aocktent Ibo oftea these issues are 
not addressed by professionals during the acute care stage of 
hc»pitalization, and are suppressed by families for kmg periods 
of time. Some parents recalled eventually expkxling in rage ai 
spouses, siblings, orchildrea while others intemalizcd tfieir 
anger and reported extended periods of self-blame and depres- 
skm. De^mctive cycles of blame and guilt can escalate and 
further alioiate faniily members; desertion can be physical or 
emotional Of note was the comment made by several mothers 
in cases where the injured child was the eldest son that tfvey 
thought tiieir husbands had found acceptance of loss more dif- 
ficulL 

The secorxl stage of oias identified by families is the tx>im 
of discharge from the rehabilitation hospital wiien the physical 
and emotional re^xxisibility for care transfors to the &mily A 
recurrem theme expressed by families was the need for case 
management. yetthe professionals in thisrole typically temiinate 
services when tiie didld is disdiarged, when iasurance boiefits 
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arc depleted, or when the focus of seivices shifts frcm niedical 
to educatiemal or vocational. The difficulties families have 
finding and coordinating a fragmeitfed and com|dex service 
ddiveiy system is often underestimated and misinteipreted by 
professionals. Furttennorc, profesionals do very Utile to pre- 
pare families for this idc. The fhisiraiion and anger expressed 
by families is too often peicdved as dysfunctional reactions to 
the child's ii tjuiy and families are too readily labeled as resistant 
or noncompUam. In teality, a childhood injury affects all mem- 
bers of the family and »rvice plans must recognize the com- 
peting demands of various membeis and needs of families to 
prioritize. 

Marital conflicts present prior to the child's injuiy were of- 
ten intensified by the additional pressures of caregiving. New 
conflicts over discipline often emeiged. The needs of siblings 
were a constant concern for parents who feared that the emo- 
tional awl physical eneigy expc«led on the injured child would 
result in siblings feeling less loved and attended Flaconent of 
children in pediatric nureing homes or residential cdiKaiional 
programs was intensely painful for families. 

Despite the complexity of the sequelae following traumatic 
brain aiKl spinal injiui^t discussions over the laa year have 
impressed staff of the Research and Training Center with the 
resiliency, strengths, and coping abilities of families overtime. 



Professkmals may have a biased pcispective of these families 
because tl^y are seen primarily in the immediate post-injury 
crisis stages of treatment and r^abilitatioa Families also re- 
ported drawing on their inteinal and informal suppoit systems 
fiisu and used professionals primarily for shon-cenn interven- 
tions diuing critical periods of dedsionmaking or severe stress. 
By meting with parents as recently as several weeks after their 
child 's injuiy to as long as ten years post injuiy, many insi^ 
into kxig-tetm adapcation by fknilies were gained. The model 
of using families as expeits via a task fbree is highly TKom- 
menled to ei^iance the insi^ of professionals in oider to . 
velq) mwe effective methods of interventiwi. 
Marilyn Lash, MS. W. 

MarUyn Lash, MS,W., is Director of Training, Research and 
JYaining Center in RehabiUuaion and Childhood Trauma, Tt0s 
University School of Medicine and New England Med^^a: 
Center, Boston, Massachusetts. 

Infonnaiicn on onieiing When Your Child is Seriously In- 
jured in an Accident...The Emotional Impact for Fc^nilies may 
be obtained by contacting: Research and Training Center in 
Rehabilitation and Childhood Trauma, Department of Reha- 
bilitation MedidM, New England Medical Center Hospitals, 
750 Washington Street-Box 75 K-R, Boston, Massachusetts 
Q2111;(617) 956-5032. 



Children Wrm Deafness A] 

Children with deafiiess nm a greater risk of suflfering serious 
mental t^alth problems dun either diildren without disabilities 
or diildien with other disabilities. This is due both to die etiol- 
ogy of hearing loss, but, especially, to the social experiences as- 
sodaicd with hearing loss for young childrea Of the five major 
known etiologies of eariy childhood deafiiess, only hereditaiy 
deafiiess is not associated with high prevalence of other dis- 
abilities. The other four— maternal nibella. Rh-factor incom- 
patibility, meningitis, and prematurity — are associated with 
other neurological dysfunctions, which increase the risk of 
mental health problems for children who are deaf. However, an 
even greater increase in risk of serious emotional problems for 
children with deafiiess comes from non-oiganic factors. 

As has been said time and time again about deafiiess: the 
major proWera is not the hearing toss itself, but ttic communica- 
tion difficulties that almost always accompany prelingual deaf- 
ness. When a young child is diagnosed as deaf in a hearing 
family, i»t only do ti^ parens experiencctiie blend of disbelief, 
grief, heli^essness, anger, and guilt that most parents do upon 
learning that tiidr infant has a disability, but tiieir feelings arc 
additionally complicated by otiier factors. Foremost among 
these is tte lealization tiiat they cannot take communication with 
their child, and the language development of their child, for 
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Mental Health Concerns 

granted. Their child simply will not be able to perceive tiie 
^eech and sounds that the parents naturally use to communicate, 
to share anl mold experiences and meaning for their chikl 

After infai¥:y, the basis of most human interaction is lan- 
guage. The diagnosis of deafiiess suddenly makes all iitferacti^ 
with tl^ child a oonsd(His issiw for tfie parents. Hie picture is 
ftute comfiicatcd by tlK fact tiiat, most often, hearing toss is 
re>t diagnosed uniil tlK child is in his or her second year of life. 
This nwans that, usually, the parems have already devetoped a 
good attaimenl, a positive. loving relationship, with their chikl 
by the time tte diagnosis is definitively made. Siddcnly, with 
tlK kiMwkdge that tiieii toddler camoi hear them, the parents 
fed as if tiiey no tonger know how to inieraa with tiicir own 
child. Tliis feeling of poweriesaiess is compounded when tfiey 
begin to learn about deafness arid the controversies over the best 

way for children with deafiiess to acquire language: oral-aural 
versus manual-visual systems, American Sign Language ( ASL) 
vcreus a variety of English-based sign systems. If tiie parents 
choose oral English, even tiiough they know the language sys- 
tem aheady, English-speech, listening, vocabulary— becomes a 
dKTC, lessons to be taugju by the parent, learned by the child, 
rather than a means for communicating. If die parems choose a 
sign language system, they must learn a new language system 
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in an unfamiliar manual mode in onier to commimicaie with 
their child. Either way. langua^re and communicaiion becomes 
m cifoit and a goal in itsclf-raiher than a means for social cn- 
gagcmeni-fOT enjoyable sharing of feelings and thoughts. TtK 
result is that the quantity and quality of communication for 
diildim who are deaf is usuaUy seveidy ics&kted, fiist and most 
imponamly, at home with their family, and later, as well, at 
school with their peers and teachers. Correspondingly, the 
quantity and quality of their social experiences is typically nar- 
rowed as welL Rclation^ps within the family are easily dis- 
tmtsed. not only between the child and all other family mcmbere 
with whom communicadon is a dwrc, but also between other 
family members as the greater demands of parenting and com- 
municating with the child stress the system in many different 
ways. It is no wonder that many cMldrsn with dca£ress do de- 
velop severe sodoemodonal pfX)Uems. 

What can families do to prevent the developmcru of mental 
or emotional problems in their children who arc deaf? Rist, and 
mc»t imponanUy, they should try to remember that they arc 
parents and not teacheis that the quality of their nelaiionship with 
their child maaers most, not their child's learning English or any 
other language. In fact, it is more the case that iraprocal. mu- 
tually enjoyable social interaction between parem and child 
stimulates language acquisition than that language is a necessary 
prerequisite for a good relationship. Parents can also get suppon 
for themselves, including an opportunity to express their emo- 
tional reactions to their child's disability, and share these with 
otiy^ parents have childien with hearing loss. Families can 
also try to meet adults from the deaf oranmunity. which may help 
to dispel some of the fears of deafiness and anticipated develop- 
mental consequences. Mimi WJ*. Lou^ PhJ). 

Resources for Families Who Have Ouldren 
With Hearing Loss: 

Alexander Graham Bell Association forthc Deaf 

3417 Volta Place, N.W. 

Washington DC 10007 

(202)337-5220 

American Society for Deaf Qiildrcn 
8 14 Thayer Avenue 
SUvcrS^Hing. Maryland 10910 
(301)585-5400 

IMPACT-HI {Independently Mei^g Parent Associations 

of (TalifomiaTogeiter forthc Hearing Impaired) 

2 182 Archer Avenue 

FnanonL California 941 15 

(415)5674515 

John TVacy Clinic 

806 West Adams Blvd. 

Los Angeles. California 90007 

(800)5224582 

^ 3ESTC0PYAVA!UBLE 



National Association of the Deaf 

8 14 Thayer Avenue 

Silver Spring, Maryland 20910 

(301)587-1788 

National Information Cenlcv on Dcafriess 
Gallaudet University 
800 Florida Avenue. N.E. 
Washington. D.C. 20002 
(202)651-5051 

TRIPOD Grapevine 
2901 Keystone Street 
Burbank, California 91504 
(800)352-8888 

Univeisiiy of California Center on Deafiicss and Mcnia 

Health (UCCD) 

3333 Califomia Street, Suite 10 

San Francisco. Califomia 94 143- 1 208 

(415) 476-4980 (voice) 

(415) 476-7600 (TDD) 

Mimi WJ*. Lou. PhD. is the acting execuhve director of the 
Universivf cfCal^orim Cemer on Da:0wss andMerml Health. 



BEACH CENTER'S 
SUMMER INSTTTUTE ADDRESSES 
OPTIONS AND CHALLENGES OF 
YOUNG ADULTS WITH DBABEITIES 

"Tteit is life after high school fbr students with moderate 
or severs disalnlities." Ttsat is the mes^ge reseaidiers at 
the Beach Center on Families and Disability will ccnvey at 
a national conference in Lawrence. Kansas. The Great 
Expectations Summer insUmu will provide families and 
professionals with the opportunity to share how they are 
rending to the challenges associated with ^tabling 
young adults witli disabilities to participate in ftill citizen- 
ship after they leave high school The Institute will be 
stmctmed to mfltimi?/'. sharing, problem solving and de- 
velopment of personalized solutions and system change 
strategies leganling students with disalt»lities. Tlie three day 
workshop will facilitate: (a) sharing visions of what life 
after high school could and should be like; (b) discussion 
of model supports and services that have promise for 
iKllsng actualize these visions; and (c) development of the 
r^ steps needed to put these ideas into practice. For more 
infbimatin) on the upootning June 27-30, 1991 Institute 
contact: Gary Bnmk, Beach Center for Families and Dis- 
ability. Bureau of Child Research, 3111 haworth Hall. 
Univcisity of Kansas, Lawrence, Kansas 66045; (913) 864- 
7600. 
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Children wrm Developmental and Ps YcmAnuc Disorders 



Ours is now a success stoiy, but when my sixteen year oM Kale 
was an infant she was uniespcmsive, hypotoiic (liinp), and had 
crossed eyes. She cried for hours. As a preschooler, she was in- 
attentive and constanUy in nK)tioa She talked innssantly. She 
tore up books, magazines, her doihes, and the house. I was ex- 
hausted. Apsychologist lecommended behavkir management, 
which got us nowhue but made me &el inadequate and mcxz 
exhausted. Audiotogists said ^ couki hear. A neurologist said 
her chromosomes and brain waves were okay, her lefkxes weii: 
soit of okay, and he didn't know what had caused the problem. 
He didn't recommend anything, and seemed annoyed that I 
didn't have better questions to ask. If someone had a^ced me tc 
write an anicles at that time, it could have beoi called "What 
good are neun^ogists?" 

Fbitunately, in kind^gaitcn. two smait schcct psychok)gists 
lecommended a psydiiatrist— a smait psychiatrist— and life 
slowly began to make ^nse. He treated die inattention and hy- 
peractivity medically, then talked about bdliavior manage- 
ment— but as a teacMng method, not a cure. Other behaviois 
included head pounding and inability to get to sleep or sleep 
through the ni^ and he treated these with an antidepressant 
and, eventually, lithium. It took quite a long time, but these 
symptoms gradually came under control 

Her school placement in a program for children called 
"ed!!.^ioIe mentally reiarded"(EMR) wasn't woiidng. but when 
a class for ciuldren called "emotionally distuibed" was sug- 
gested, I panicked. What dkl that mean? Afier talking to many 
fiiends and advisois , I reluctantly agreed. It was a good decision; 
Kate spent second and tMid giades with a wonderful teacher, 
really beginning to leam. Regardless of her disabilities, her 
strengths had k}ng included a wonderful vocabulary ai¥i a sly 
humw. and she ocHUiiued to deli^ peopk with these. Kinder- 
gaiten example: Teacher "I like your sweater, Kaic." Kate: "Do 
you mean my cwiUganT Fifth grade, in sex education class: 
Teacher "Has your mom talked to you about ihatT* Kate: "My 



Next Issue: Focus on Gay and Lesbian Youth 
The next issue of Focal Point will address the topic of 
lesbian and gay youth. Ws will desctibe tiK isolation 
many sudi youth expenence as wdl as tix increased risk 
some gay and lesbian youth are at for depresskxi, suidde, 
and other problems. This issue will also discuss the im- 
paa on the family upon disclosure iH'discoveiy of their 
child's homosexuality and win describe the e3q>aieQces 
of gay families seeking services for tl^ diildren with 
seriious emotional disorders. Model programs providing 
services to lesbian and gay youth and their families will 
bedesoibed. 




Dee and Kau Kruger 



mom doesn t know about 
thaL" 

Since fourth grade 
Kate has been back in an 
EMR dass, and is now a 
sophomore. She's inte- 
grated into the high 
school taking regular 
physical education, 
ceramics and his- 
tory. She works two 
mornings a week 
in a restaurant and 
is learning to do 
housework, 
make £q)point- 
menis. and keep 
a chcdcbook. She's 
little shon of fabuknis 
at using the bus s>«iem. 

What's her diagnosis? At- 
lenion dc^dt-hyperactivity disonlrj? Mood disoider? Mental 
roaniaiicm? Cerebral palsy?"Autistic-likebehavk)i"? Yes to all 
of tiie above, at this point gathered under the umbrella of perva- 
sive devetopmoital discHdec Whatever it is, she's funny, enthu- 
siastic, hig^y motivated to k;am. and interested in typical teen- 
age pursuits. 

I had Uwu^ that Kate's experience was &iriy typical of 
chiMioi with both devetopmental arxi psychiatric disoiders-that 
because of the dose scrutiny of many professionals, any psy- 
chiatric problems were more likdy to be identified eariy in chil- 
dren with developmental probtems. I kamed lusiily that this 
iai't necessarily mie. "Kevin" is a young man wc know through 
Kate's after-school activities. He is in a wheelchair, uses a 
commimication board, arxi is subjea to seizures and duster 
headaches. In my casual coiuact with him he had always seemed 
friendly. likeaUe. and ronaikably interested in leaming. 

However, Kevin's mother Mary recently lokl me that he, 
too, has been depressed, angry, and unabde to concentrate. 
School personnd r»»mmended thenipy, and for years Kevin 
went to a counsdcH* who was known for working with children 
with disabilities. Mary isn't sure exactly what tiiey talked atoui, 
but it made some soit of sense that Kevin would be depressed 
and angry about his situaikin. But therapy didn't seem to be ac- 
complishing anything. Kevin continued to get more and more 
depressed and angry. He punched and scratched his moihcn He 
continually referred to death and wanting to die. 

Kevin's neurologist at last recommended a psychiatric 
evaluation. aiKl Kevin's problems began to be addr^sed. lYeat- 
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mem has been cocn{dicated because of Ms seiiuits and head- 
adies, but it has been suxessM, and Kevin is much bettec He 's 
been able to concentrate in classes, e^m finishing hour-Io^ 
ams. He can identify vvhich aiuidqxisssatt woiis best for him. 
His {xeoccupation with death has ended. Maiy is relieved that 
Kevin 's unhappiness can be undeistood and helped, and that she, 
the neurologist, aivi the psychiatrist have been able to woik as a 
team. 

I undeistand thai children and adults with develofxnaitali 
problems often also have behavior problems. It's certainly {fu- 



sible to see these, or apparent emotional problems, as secondoiy 
to developinei«al disalMliiics. However, knowii^ the cj^ri- 
ences of these two (^likiren, I hope that the possibility of bio- 
logical psychiatiic pcot^ems will incieasin^y be considered by 
didd^ working with people who have developmental dis- 
abilities. I>ee Kn^. 

DetfCniserisontheboardcfdirecuysofWi^consinFa^ Tus 
in Madison, Wisconsin and is the editor of the Wisconan Fam- 
ily Hcs/i^H'^/eiSer. 
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New Deveijopmentts Increase Access to Suph^menial Securtty Income 
(SSI) Beneftts for Children Wnn DisabhitiS 



TVo recent developments may increase the access financially 
[£edy children with disalxlitics have to Supplemental Security 
Income (SSI) benefits. The fiist development increases funding 
oppoitunities fcM-childrai with a variety of disabilities and the 
scaxvl enhances oppntunities for childr^ with mental, emo- 
tional and behavioial disorders. Further, a new program has 
been established to assist parei^ in negotiating the Supplemen- 
tal Security Income system. 

In a February 1990 United States Supreme Court case, 
SuUivanv.ZebIeyMOS.Q.m, 107 L. Ed. 2d 967 (1990). the 
Court fourvl that tlvSodal Security Adininistraiion'sregulations 
forevaluating disabilities were more testrktive for childroi than 
for adults. Aoconlingly, as a result of this disparate treatment of 
chrldren and adults, in soine cases child claimants were denied 
berets; yet, upon mming eighteen, were awarded benefits on 
the baas of the same impairment which was insuiBcient to 
qualify the youth for child disability benefits. In light of the 
Zebley decision, in February 1991 new regulations were an- 
rvun^ to determine whedier a child has a disat^Uty for pur- 
poses of Supplemental Security Income benefits. A child may 
be found to have a disability: (Difhisorherconditkxi^^^pear^ 
in the Administratian's listing of impairmer^ (2) orif ttie child 
has a oorviition as ftmctionally or medically as serious as one of 
titt listed impainnents; (3) or if the impaimient prevo^ a child 
from perfomiing age-appropriate activities. The third criterion 
requires an individualized, functional analysis of the impact of 
an impairment on diildren who have filed disability claims. As 
the United States Supreme Cburt explained, this means tiiat an 
iiviuiiy will be made iruo the "impact of an impaim^ on the 
rK)nnal daily activities of a child of the claimant's age-speaking, 
walking, washing, dressing, and feeding oneself, going to 
sclKwl playing, etc" SuUivan v. Zebley, 1 10 SXX at 896. ChU- 
dien who were denied SSI after January 1, 1980 may, if they 
meet eligibility standards, receive SSI payments as well as 



beiKfits back to the initial date the child applied for benefits. 

Secondly, in December 1990 the Social Security Adminis- 
tration rsvis»l arvi e}q>anded its list of childhood mental impair- 
ments. New additions to the chOdren's list include attention 
deficit hyperactivity disorder, personality disorders; 
S(xnatofonn, eating, and tic disorders; anxiety disorders; 
psydv>acttve substarvx dependence disorders; autistic (fisoider 

and other pervasive developmental disorders: and. develop- 
mental and emotional disorders of newborn and younger in&nts 
(biith to age one). Oiiklren who have one of ttKse Used condi- 
tions have a disability for purposes of eligibility for Supple- 
mental Security Income. 

The National Parent Network on Disabilities has, through a 
cooperative agreement widi tile Social Seouity Administration, 
launched a new program (1) to {Hovide nationai outreadi to 
parsnts abcHit their children's possible eli^l^iy fur Supple- 
mental Security IrxxMiic and (2) to provide training of parent 
vdunteers to assist other parents to negotiate tile system. Tlie two 
model demonstiatioRS of parents helping parents will occur in 
Ftiiladel{^ and Kansas Gty. lb locate trained parent leaders 
in each state who can assist ^milies in acoessbg die SSI system 
contact: National Parem Network on Disalxlities. 1600 Prince 
Stieet, Suite 115, Alexandria, Vuginia 22314; (703) 684-6763. 
lb kx:ate die cfosest Social Security office contact the Social 
Security Administration at (800) 234-5772. 

NATIONAL CLEARINGHOUSE ON 
FAMILY SUPPORT AND CHILDREN'S 
MENTAL HEALTH 

POTlland State University 
P.O. Box 751 
Portland, Oregon 97207-075 1 
(800)623-1696 
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PARENTS* PERSPECnVE 

HcIanlWe 

Ife caoe into worid five weeks eady 
I was ^ad tt) have a son 

He was hospitalized with crcwp whm seven HKXiths old 

She stayed with him at the hosfxtal 

The first thing in life he icmembeis is 

breaking tbe sugar bowl Ud 

She said she knew it vwukl be 

He W2S kicked out of two private schools in kindeigaiten 

rm ^ puhlk school is fiee 

Hek]yestfaeoutdoois 

I like to take him camping 

He wanted to go to my Rotaiy picnic 

I had to cany him offbe£}re he hit his brother with a bat 

He pays me a dollar eveiy time I catch him smoking 

IVe pitt overtwetity doIlaES in his '*moiiey jar" (He's ten) 

He's tt£ best Nintendo player in the &mily 

I look for aiytfaing he «m exod in 

He makes a wonderful 'Aitch on HaBoween 

I can't think of a mons appropriate character 

He k)ves to he^ and will mow, lake or dean aU day 

I have to give tdm diiedkms, or he 's totally k3st 

He k}ve$ to antagonize and figit with his bfodier 

have a pennanot dent in the wan 
fiom his bnidier's head 
Hehasnofiiends 

My odier son is the mcst popular boy in school 

He's never invited anywlisie 

I sometimes dump him on his grandpaients 

He wants to bt a hdioopter pik)C or else wax fioois 

I waidei- w hat his adult life win be like 



He blames some ofhis problems on being "in EE)" 

I wish he oouki get akxig with '^nnal''kkls 

His brother tens an of us he wished he dkln*t live ith us 

My other son is gifiedt and knows what's go^r,^ on 

When he 's asleep in his bed. he kxjks 

like any "noimal'iperson 

Ilook athim whenhe's asle^ and I cry 

He didnt choose to be this way 

I'm glad I have a son 

Danny Amrine, TUlsa, Oklahoma, Research and Training 
Center National Advisory Committee Manber. 

Editor'sNote: ParcntsaieinvitedtosufamitoontributicRs.not 
to exceed 2S0 woids, &r the Parents ' Perspeaise cduma 



Why Not? 

I^ims of children with emotional disal»lities often serve as the 
managers of theirchiklien'scaie, somednv^by chcHceandin 
other instances because no fonnai case managraneni services aic 
available. Additionally, case management or other servit^-oo- 
ordination mechaiiisms do ncx guarantee that appnofmate le- 
sources wiU be available for the child and family, nor do they 
assure that the family has ctY>ice about the namie of tiie assis- 
tance they receive. 

In Illinois, an innovative family a^istance program levenes 
the usual ways of thinking about service aco^, financing, and 
the provision of case mana^^ent services. Families aie pro- 
vided with a monthly stipend of about $400 per month to spend 
"forthe caiE of tteir chiki wiio is living al home." Families who 

thiir diildien to letum home from out<of-home placement 
reed ve one cxua payment to pieparc for the child 's return home. 
Raving the family assistance benefit does not disqualify the 
chiU or family from services for which they would ordinarily 
qualify, for Supplemental Security Income (SSI), or for public 
assistance. In addition, the stipend ir; tax-free. This pilot pr^^ 
is modeled on a family assistance program in Michigan and is 
being carefuUy evaluated by researches from the Chapin Hall 
Center for ChUdien at the University of Oiicago. 

Families may choose to leceive infbnnation and assistance 
in k>cating services from an agency-based service facilitator. 
This service is provided initiaUy at no cost; after an introductory 
period, die family may clca to use part of their family assistance 
stipend to continue the service facilitation services, or may 
choose to manage their own services and family support plan. 

This approach appears to have many positive feamrcs; it 
puts the family in charge of its own service ito while presfrv- 
ing the option of fonnal case managemeni; it provides ptacticaUy 
unlimited options for families to define and obtain needed family 
support and other services; and itprovides incentives and support 
for the child aivi family while the child is living at home. 

This isstw merits two "why nots." First, rather than sinking 
most resources into expensive out-of-horae services and pro- 
viding support only to foster families or to families when 
{^acement is imminent, aU stales could dcvel(^ programs that 
support children in their own homes and provide incentives for 
the develojxnem of community-based services. Second, re- 
search should not only compare various case managanem 
models with each other, but shcxild coitiaa fonnal case man- 
agcmem with approaches such as the Illinois program. 

Why not direct resources to families and expand family 
choice about tte nature of the asistance they receive and the 
roles they wish to piay in managing their children's care? Why 
not carefiiUy examine how wcU these good ideas work? BP. 

Editor's Note: Readers are invited to submit contributions, 
not to exceed 250 woirls, for th j Why Not? column. 
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